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Organ transplantation presents numerous difficult treatment decisions for patients with end-
stage organ disease. Common decisions include whether to accept or decline an offered
organ or whether to pursue living donor transplantation. The most challenging decisions are
life and death decisions that involve making a tradeoff between waiting for a good quality
organ, which can confer longer survival but with the risk of death from waiting too long,
versus accepting any quality organ, which enables transplantation sooner but with the risk of
shorter survival post-transplant or post-transplant complications, including infections. Such
tradeoffs inherent in any treatment decision can be overwhelming and patients may turn to
transplant providers for help or shared decision making.!

Transplant providers helping patients to make treatment decisions may find it difficult to
communicate risks associated with each option in a clear, understandable fashion,
particularly for increased risk donor organs. Increased risk donor organs come from donors
who engaged in behaviors or have characteristics that make them more likely to be infected
with Hepatitis B, Hepatitis C, and/or HIV. Fortunately, contemporary donor screening makes
the risk of transmission of infection from the donor to the recipient a small, but true risk.
Research studies document that patients do not fully grasp information about risks of
medical interventions and the challenges of communicating such uncertainty.2

Decision aids are increasingly being developed to support patients in making difficult
treatment decisions. Decision aids are valuable for increasing knowledge of options, creating
more realistic expectations, reducing decisional conflict, and fostering communication.34
Web-based decision aids have been shown to effectively increase patients” comprehension
during informed consent for routine medical and surgical care>-10 by 9%—25%,910 as well
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as increase recall of information,10 accuracy of risk estimates,® satisfaction with information
delivery®10 and information received.®

While decision aids can be found across diverse clinical contexts, few have been developed
in the transplant context: for live liver donor candidates or deceased donor families.1112 As
reported in this issue of Liver Transplantation, \folk and colleagues are among the first to
develop a decision aid for transplant candidates. Volk and colleagues developed and pilot
tested a new decision aid designed to increase liver transplant candidates’ knowledge about
organ quality. They have done an excellent job overcoming challenges in communicating
risk information through the use of an interactive sliding bar that generates, and a graph that
depicts, the patient’s selected risk of experiencing graft failure according to their own Model
for End-Stage Liver Disease (MELD) score and translates this risk into a proportion of liver
grafts that would be turned down to achieve this risk level.

One stated aim of the study was to decrease candidates’ reluctance to accept organs of less
than perfect quality. Accordingly, Volk and colleagues’ decision aid does not appear to fully
align with the traditional role of decision aids as balanced and neutral. In this regard, their
decision aid appears to fit with a new, controversial role of decision aids in nudging patients
toward a particular option.13 Further, decisions aids should explicitly convey their non-
directive, unbiased purpose in their instructions. However, it is unclear whether Volk and
colleagues’ decision aid itself explicitly conveyed the intention to decrease candidates’
reluctance to accept such organs.

An interesting finding is that their decision aid significantly increased patients’ willingness
to accept ‘less than perfect livers,” regardless of MELD score. This finding counters an
expectation that patients with higher MELD scores would have expressed greater
willingness than those with lower MELD scores. Should patient attitudes drive actual
decision-making for liver (and other organ) transplant candidates, one would expect to
observe an increased use of less than perfect quality organs and a simultaneous reduction of
deaths on the waiting list. This outcome supports United Network for Organ Sharing’s goals
of increasing organ availability and access to transplantation. However, an unintended
consequence may be a greater preponderance of complications and mortality in the short-
term, as Volk and colleagues point out. Individual transplant centers should clearly discuss
with transplant candidates their approach to making organ offers to individual recipients,
particularly for organs of ‘less than perfect quality,” so that patients can select a center that
aligns with their treatment priorities. Alternatively, centers should engage transplant
candidates to fully understand their willingness to accept organs over a range of quality.

A common misconception about decision aids is that they replace patient-provider
communication. Volk and colleagues correctly report that they intend for their decision aid
to supplement patient-provider discussions. As providers remain central to shared decision
making, it is essential that providers fully comprehend issues pertinent to organ quality to
effectively communicate with patients. However, in our survey of 90 non-physician
clinicians across the U.S. who were involved in the education and/or informed consent
process for increased risk donor organs, we found that many, if not most, providers did not
have sufficient knowledge of what increased risk donor organs are, of what the risks of
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transmitting infectious diseases are, or did not have sufficient confidence to obtain informed
consent about increased risk donor organs.14 Thus, educational decision aids may also prove
useful for transplant providers.

While significant knowledge gains were observed by Volk and colleagues after patient use of
the decision aid, only three questions were asked focusing on the chance of death while
waiting on the waiting list for 3 months, and the possibility of getting HIV or Hepatitis B
from a liver transplant. Although Volk and colleagues intended to keep the decision aid brief
(mean: 15 minutes), the shorter the intervention exposure time, the less educational content
that can be provided and then tested. Other knowledge items may be important to assess that
could influence candidates’ decision making, e.g., the donor’s behavior that contributed to
an organ donor becoming at increased risk, or the behavior’s associated risk of undiagnosed
infection, or the rate of risk transmission.

Nonetheless, a notable finding is that waiting list patients had relatively low levels of
knowledge about organ quality despite having already received standard education about
extended criteria organs and increased risk donor organs. Considering that transplant centers
vary in the format and timing of education about transplantation, it is not surprising that
patients in Volk and colleagues’ study reported poor levels of knowledge. This suggests that
transplant centers should revisit their educational materials, communication procedures, and
informed consent forms, ensuring that they are prepared at a low literacy level and
comprehensive enough.

As a preliminary step toward establishing proof of concept and feasibility, Volk and
colleagues’ decision aid makes a great contribution to the transplant field. Further research is
needed using a randomized controlled trial to establish effectiveness.

As there are many difficult decisions within the transplant context, decision aids for other
transplantation- or donation-related decisions should be developed to support both the
patient and the provider in the decision-making process. Ultimately, research is needed to
ascertain the types of decisions for which potential recipients and donors would like to use a
decision aid.! Further, Volk and colleagues’ decision aid is specific to liver candidates;
additional decision aids will need to be developed and validated for other organ transplant
populations.
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